African Americans are perceived to be least likely of all racial and ethnic groups to prepare for the end of life. However, verbal plans for the end of life are of particular importance to this population and may help understand why they are less likely to possess a formal end-of-life care planning document. The purpose of this study was to determine the number of formal and/or informal end-of-life care plans that existed among a convenience sample of African American older adults with dementia. For this descriptive study, data were collected from African American family caregivers (N ¼ 65) of older adults with dementia. Descriptive statistics were conducted. Caregivers in this sample reported high rates of formal and/or informal end-of-life plans for their care recipients. Agency forms (power of attorney, health-care surrogate, or guardianship forms) had been obtained by 74% of the care recipients, while 63% of them possessed a formal end-of-life care planning document. All combined, 88% of the caregivers possessed at least 1 document or verbal information concerning end-of-life care for their care recipient or at least there was an assigned surrogate. Although limited, these findings reflect more end-of-life planning in this population than previous studies reported and could improve the quality of end-of-life outcomes in this population by giving health-care providers increased understanding of African American end-of-life planning preferences. This may, in turn, help the providers to inform and educate these care recipients and their family caregivers.
end-of-life care needs. 32 In African American family culture, having trusted family members voice patient wishes, rather than completing an advance directive, is important. 33, 34 There is also a common belief in this population that a distrusted health-care system holds authority for health-care decisionmaking, 3, 27, 35 leading these families to varying degrees of avoidance, lack of information sharing, and apprehension for fear of exploitation. 36 Despite the enactment of the Patient Self-Determination Act of 1990 that requires Medicare and Medicaid-funded health-care organizations to empower patients to refuse or accept medical care and execute advance directives, 37 and Medicare health-care provider reimbursement for having end-of-life conversations as of January 2016, 38 fewer than 40% of Americans have completed an advance directive. 39 Formal and informal end-of-life decision-making in patients with serious life-limiting conditions such as dementia should be a core aspect of their care. Informal end-of-life plans involve talking to family members of persons with dementia and others about one's wishes, including values, goals of care, and prognosis, 40, 41 and often include discussions related to hospice, palliative care, venue for dying (eg, home, hospice, and hospital). 42, 43 End-of-life discussions also describe wishes about care an individual would receive when they are dying. These discussions would include conversations inclusive of but not limited to hospice, resuscitation (eg, cardiopulmonary resuscitation), artificial ventilation (eg, intubation), symptom management (eg, pain control), venue for dying (eg, home, hospice, and hospital), and nutritional supplementation (eg, feeding tube). 43 These verbal plans are of particular importance to African Americans. 44 The fact that high numbers of African American care recipients have informal (verbal) plans, as opposed to formal plans, is supported in the literature and may substantiate decreased likelihood that African Americans prepare for the end of life due to this difference. [21] [22] [23] [24] [25] [26] 45, 46 Written plans often include end-of-life wishes or treatment decisions written informally, such as on a plain piece of paper (tucked away in a family Bible), and can be legally binding if evidence exists that the individual wrote it themselves, that they were competent to do so at that time, and that there is no evidence that they changed their mind after writing it. 47 Formal end-of-life plans are legal documents such as advance care directives or living wills. 40 These documents are widely advocated as a mechanism for individuals to express preferences for life-sustaining treatments, based on the assumption that they will improve caregivers' knowledge and confidence in end-of-life decision-making. 48 Few studies exist that examine aspects of end-of-life decision-making among dementia caregivers, such as advance care planning and treatment decisions (eg, tube feeding). [49] [50] [51] The purpose of this study was to determine the number of formal and/or informal end-of-life care plans that existed among a convenience sample of African American older adults with dementia.
Methods

Study Design and Sample
This cross-sectional, descriptive study was part of a mixed methods study conducted in 2015 and received institutional review board approval prior to data collection. The qualitative results are reported in a separate article. 52 Study participants needed to self-identify as an English-speaking African American adult (21 years or older) caring for a community-dwelling African American older adult ( 55 years) diagnosed with dementia. Caregivers were excluded if they reported cognitive impairment for themselves or if their older adult loved one was acutely hospitalized or actively dying. A convenience sample of 91 African American caregivers of African American older adults with dementia was solicited for study participation. Of the 91, 14 caregivers declined to participate, and another 12 did not meet the study inclusion criteria, leaving 65 who were enrolled in the study. Participants (N ¼ 65) were recruited via snowball methods in the community and via Program of AllInclusive Care for the Elderly (PACE) programs in a southeastern state. Recruitment measures for this study are more fully described in another article. 52 
Data Collection and Analysis
All data were obtained via face-to-face interviews in person by the lead author. Results reported in this article were collected using 2 basic forms: a demographic form and a documentation form of end-of-life care plans. Either the lead author asked the questions and completed the forms or the caregiver completed the forms in the presence of the lead author, depending on caregiver preference. The presence of the following documents was assessed: advance directives, living wills, do not resuscitate (DNR), physician orders for scope of treatment (POST), power of attorney/health care surrogate (POA/HCS), and guardianship. All forms, except POA/HCS and guardianship, speak to an individual's plan for care toward the end of life. In this study, these forms are referred to as "formal end-of-life care planning documents." Although POA/HCS and guardianship forms designate a surrogate decision maker, agent, proxy, or surrogate, they do not necessarily include nor are they required to accompany the individual's wishes for the end of life. In this study, the POA/HCS and guardianship forms are referred to as "documents of agency."
Formal end-of-life documents (advance directives and living wills) have long been promoted as a means for persons to obtain desired treatment, and avoid treatment they don't want, as they face advanced illness. 53 In this study, having a formal end-of-life care planning document refers to possession of one or more of the following: advance directive, living will, DNR, and/or POST forms. Having an agency document refers to possession of a power of attorney, health-care surrogate, or guardianship form for the care recipient. To obtain this information, this question was asked in 2 ways: "Has your older adult care recipient with memory impairment signed any of the following documents?" and "Have you signed any of the following written documents concerning the care of your older adult care recipient?" To assess if oral/verbal plans existed, this question was also asked in 2 ways: "Has your older adult care recipient expressed verbal/oral wishes or desires for healthcare decisions in the face of serious or life-threatening illness?" and, "Have you and your family discussed verbal wishes or desires for healthcare decisions for your older adult care recipient in the face of serious or life-threatening illness?" The questions were framed in both ways because of the dementia diagnosis, in order to capture whether the plan-making included input from the care recipient, which could have been given prior to a loss of decision-making capacity. Response options for these questions were: "yes," "no," or "don't know." Participants selfreported all data collected; the researchers did not see any of the end-of-life care planning documents. Data analyses were conducted using SPSS statistical software version 23.
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Descriptive statistics were used to describe the characteristics of the sample.
Results
Family Caregiver Characteristics
Caregivers all self-identified as African American or black. Caregivers were mostly female (87.7%) and most often daughters (49.2%) caring for a parent with dementia. Participants caring for a spouse represented 13.8% of caregivers. Other caregivers included relatives such as sons (9.2%), nieces (9.2%), and sisters (6.2%). Less frequently, caregivers were granddaughters, great-granddaughters, nephews, cousins, daughters-, or sisters-in-law. Mean family caregiver age was 59.5 years (range: 25-82 years). Over half of the participants were single, widowed, separated, or divorced (60%), and the remaining 40% were married. Just over half (55.5%) of the caregivers were employed in a full-or part-time position. The majority (70.8%) had completed at least some college, graduate, and/or doctoral studies, while 24.6% had only a high school diploma. Only a few (4.6%) did not have a complete high school education. Caregivers resided in rural (26.2%), urban (36.9%), and suburban (36.9%) areas of the southeastern state. The median length of time in their caregiving role was 4 years.
Care Recipient Characteristics
Care recipients were mostly female (73.8%), and their mean age was 82.8 years (range: 62-104 years). Most care recipients were living in home settings and therefore were noninstitutionalized (83.1%). Care recipients enrolled in PACE programs received adult daycare or homecare services through PACE but resided elsewhere. These PACE enrollees represented 24.6% of all care recipients. Caregivers most commonly reported care recipients' dementia diagnoses more specifically as Alzheimer disease (35.4%), followed next by vascular dementia (15.5%). For 40% of care recipients, the family caregiver did not know the specific type of dementia. The median length of time since diagnosis of memory loss was 4 years. Table 1 reports caregiver and care recipient characteristics by possession of a formal or informal end-of-life plan.
Care Recipient or Family Caregiver Signed End-of-Life Care Planning Document
A majority of care recipients (74%) possessed at least a POA/ HCS or guardianship form. However, possession of one or both of these documents was not considered having a formal end-oflife care plan because these do not necessarily indicate that plans for the end of life exist but rather that there is an assigned surrogate decision maker. These documents often existed in the absence of a formal end-of-life care planning document. Care recipients often possessed more than 1 formal end-of-life care planning document. 55 Overall, 63% of caregivers stated possession of formal end-of-life care planning document(s) for the care recipient, signed by themselves, their care recipient, or both. 56 The remaining 37% of caregivers included 6.2% who reported that they were unaware whether their care recipient had signed a formal end-of-life care planning document or documents of agency. Others in the 37% either did not indicate possession or stated that there were no such signed documents. Care recipients enrolled in a PACE program were more likely to have an end-of-life care plan document than those not enrolled in PACE (75% for PACE enrolled; 59.2% for those not in PACE).
Informal (Verbally Expressed) Care Recipient End-of-Life Care Plans
For the purpose of this study, an informal end-of-life care plan referred to any report of care recipient self-expressed verbal plans regarding wishes for the end of life. Caregivers reported that 57% of care recipients had expressed verbal wishes for the end of their lives. This compared to 40% of caregivers who reported that their care recipients had not verbally expressed such wishes to anyone. Only 3% of caregivers had no knowledge of whether there were verbal end-of-life care plans expressed by their care recipients regarding their wishes toward life's end.
Formal or Informal End-of-Life Care Plans for Care Recipient
In examining care recipients who had formal and/or informal end-of-life care plans, 78% of caregivers reported that there were such care plans in place for their care recipient. The other 22% of caregivers did not report either a formal or an informal end-of-life care plan. These results show that for the majority of care recipients in this study, at least a strategy existed for how health care received at the end of their lives would be executed. When agency documents were included, 88% of caregivers possessed at least some documents or information concerning end-of-life care for the care recipient or at least had an assigned surrogate. Care recipients were more likely to possess a formal and or informal end-of-life plan if they were female, between the ages of 80 to 89 years, residing in the home setting, and diagnosed with dementia with Lewey Bodies, Wernicke-Korsakoff Syndrome, Mixed, or an unknown form of dementia. Family caregivers of care recipients who possessed a formal or informal end-of-life plan were mostly daughters, between the ages of 60 to 69 years, who were married. They were mostly employed with an annual income of $25 000 or more with 1 to 3 years of college, possessed private insurance, live in suburban areas, and reported paying for "the basics" as "not difficult at all." Care recipients enrolled in a PACE program were more likely to have a written or oral end-of-life care plan (87.5%) than those not enrolled in PACE (75.5%), although this difference was not significant (P ¼ .487; see Table 1 ).
Discussion
This study contributes to the growing body of literature on endof-life planning in African Americans. Findings revealed high completion rates of formal end-of-life care planning documents (advance directives, living will, DNR, and/or POST forms) as well as documents of agency (POA/HCS or guardianship forms). High rates of verbal end-of-life care plans were also observed in this sample. According to the literature, average completion rates of formal advance care planning documents among African Americans are low. 15, 20 For the care recipients and their caregiver participants in this study, a dementia diagnosis may have added another layer of complexity to disparities in medical decision-making faced by racial and ethnic minorities such as African Americans. 19 End-of-life planning among the group of African Americans with dementia referenced in this study contradicts what is often found in health-care literature. Reasons for this finding are possibly multifactorial and include (1) all care recipients had dementia, (2) influence of PACE's advance care planning policies, (d) only African Americans were studied, as there was no comparison group, and (4) caregivers who self-reported these data generally represented a select group of highly educated individuals with high income levels.
In this current study, 63% of care recipients had signed an advance directive and/or living will DNR and/or POST forms, and many had signed more than one of those, while 57% of care recipients had given verbal wishes. African Americans when compared to non-African Americans, particularly caucasians, seem to prefer to plan for the end of life in different ways, with African Americans being more likely to possess a verbal plan than having a signed advance care planning document. 44 Therefore, African Americans may continue to seem to fall short in terms of end-of-life planning because of the lack of a formal end-of-life care planning document. Research that only reports on documents may miss an important segment of the population who only give verbal wishes. There is a need to capture outcomes of end-of-life discussions. These results and that of another recent study 57 provide evidence that there may be improvements in end-of-life planning among African Americans; however, these are not generalizable.
The main contribution of the manuscript is that it demonstrates a high completion rate for end-of-life planning among this high socioeconomic sample of African American older adults with dementia-a racial group that is generally less likely to demonstrate having a plan for the end of life, and more likely to choose life-sustaining treatment methods, even in the face of terminal illness. Findings of this study support the fact that the participants, which included a number of highly educated African Americans with high socioeconomic status, were more likely than the literature suggests to plan for the end of life in the form of a completed document or verbal discussions with loved ones. However, these verbal discussions, if nothing else, provide a basis on which caregivers can make decisions that are somewhat aligned with the values of their loved ones. Therefore, these verbal plans should not be ignored or seen as not having a plan.
Several limitations of this study should be noted. Data collection was cross sectional. One point-in-time measurement does not capture the dynamic fluctuation of uncertainty across trajectory, and any significance determined in this study must be interpreted with caution. 58 Data collected in this way also did not allow for assessments of the detailed process of end-oflife planning in this population, including specific details on what was included in the formal end-of-life plan or details on what was included in the verbal plans. Data were self-reported; therefore, accuracy could not be confirmed. 59 These reported rates were limited by the sample size (N ¼ 65). It is also a limitation of this current study that annual income levels were measured in a very rudimentary way ($25 000 or >$25 000). However, validity threats include the high educational and income levels reported by most of the caregiver participants. According to the 2013 United States Census Report American Community Survey, more than one-third of family caregivers of persons aged 50 years or older have a high school education or less, which is just lower than the percentage who have a college degree (36%). Median household income for these caregivers is $55 000 compared to the $53 046 for caregivers in the United States overall. 60 According to national data, African American caregivers are often high school graduates or have taken some college courses, but have no degree and have an average annual household income of $37 000. 60 Pickard et al 61 found a group of African American female caregivers had a wide range of annual income levels from $187.50 to $75 000 per person in the home, with an average annual income of $10 244 (standard deviation ¼ $10 277), while Bonner et al 49 reported incomes mostly $40 000 annually. Pickard et al 61 reported median education levels to be 12 years (range: 1-17 years), while Bonner et al 49 reported that most had some college education or higher. Another limitation is the inclusion of PACE enrollees. Programs such as PACE are influential in ensuring that end-of-life education and follow through on completion of advance care planning documents (formal end-of-life care plans) are a priority. 62 Therefore, such programs can be influential in boosting rates of planning among the participants. In the general US population, persons who are institutionalized are more likely to have a plan. 63, 64 These findings support the benefits of the end-of-life planning support offered by a program such as PACE to assist in meeting the wishes of its participants and their loved ones. In a study among African American PACE enrollees with various diagnoses, there was a preference for life-sustaining treatment. 62 In that study, verbalized end-of-life preferences and advance directives were not always in agreement. 62 In the current study, although PACE may have an influence, the figure of 75.5% with a written or oral end-of-life plan for those not enrolled in PACE is still quite high.
African American caregivers often lack understanding of values and goals of care for their loved ones, 65 stressing the importance of the need for caregivers to participate in these end-of-life discussions. In a longitudinal study containing 141 African American patients with renal failure (67.4% of the sample) and 142 of their surrogates, researchers using the Sharing Patients' Illness Representations to Increase Trust (SPIRIT) program educated dialysis dyads and found an association between dyad preparation for end-of-life decision-making and surrogate bereavement outcomes. 66 This was also observed in a preceding randomized controlled trial of SPIRIT in a population of African Americans. 66, 67 In both of these studies, success of this program was attributed to the fact that the focus was on assisting patients and surrogates to discuss possibilities of endof-life decision-making and feelings about options near the end of life versus advance directive completion. 66, 67 However, additional work testing a community-based end-of-life education program among persons with dementia is warranted. More important, studies may be required to examine perceptions of end-of-life education further in dementia caregivers longitudinally to determine family caregiver outcomes of end-of-life planning for themselves in relation to the end-of-life experiences of those who they previously served as surrogate decision makers. Additionally, details contained within the formal endof-life care planning documents and components of end-of-life conversations need to be examined by researchers. Additional research is needed to identify factors that influence end-of-life planning in this population and determine whether similarities exist in a more socioeconomically diverse sample and in other disease states. If these high rates of end-of-life planning reported by caregivers of these African American older adults with dementia hold true in a larger sample, this subset of individuals may serve as exemplars for other groups of African Americans as well as other minority racial or ethnic groups.
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